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Abstract 
Inflammatory bowel disease (IBD) is an umbrella term used to describe the chronic diseases that 
cause ongoing inflammation in the digestive tract. Pediatric patients with IBD may require 
ostomy surgery to alleviate gastrointestinal symptoms and improve quality of life. While patient 
teaching is necessary for surgical decision-making and preparation for living with an ostomy, the 
literature reveals a significant knowledge gap for ostomy education specific to the pediatric IBD 
population. To counter this existing challenge, the purpose of this project was to utilize 
innovation, patient experience, and interdisciplinary perspectives to create an educational ostomy 
guide as a resource for pediatric patients with IBD. Limited ostomy resources targeted towards 
this underrepresented group prompted the development of an all-encompassing, accessible guide 
to combat the inadequacies of pre- and post-operative ostomy education. In partnership with the 
UNC Pediatric Gastroenterology Department, provider and patient focus groups were conducted 
to evaluate and improve the guide prior to design efforts and publication. As a result, a 
comprehensive ostomy education guide was created with the intention of addressing questions 
and concerns of patients that pertain to the surgical experience and daily life with an ostomy and 
IBD. Up-to-date information through this ostomy education guide, approved by a wide range of 
professional experts, should provide better support to pediatric patients with IBD and their 
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Ostomy Education: A Guide for Pediatric Patients with Inflammatory Bowel Disease  
Inflammatory bowel disease (IBD) is an umbrella term used to describe the chronic 
disorders that cause inflammation in the gastrointestinal tract, including Crohn’s disease and 
ulcerative colitis (Cortot et al., 2011). Approximately 25% of IBD cases are diagnosed in 
pediatrics, often with presenting symptoms of abdominal pain, diarrhea, weight loss or other 
extraintestinal manifestations (Daniel et al., 2020; Dhawan et al., 2015). Pediatric patients with 
IBD who experience persisting symptoms or complications unresponsive to medical therapy may 
require surgery for a temporary or permanent ostomy. While an ostomy can improve quality of 
life by reducing or alleviating the gastrointestinal symptoms of IBD, the surgical decision-
making process and lifestyle adjustments of patients with a new ostomy can be difficult. 
Research reveals a significant knowledge gap for ostomy education specific to the 
underrepresented population of pediatric patients with IBD who face ostomy surgery (Daniel et 
al., 2020). Limited existing patient resources and a lack of literature surrounding pre- and post-
operative teaching targeted towards individuals with IBD indicates potential insufficient patient 
preparation for an ostomy. Education surrounding ostomy surgery is routinely brief and focused 
upon technical skills to manage an ostomy, while consequently failing to address concerns of 
daily living with an ostomy that are specific to patients with IBD (David et al., 2018). As a result 
of inadequate or developmentally inappropriate instruction and resources, poor psychosocial 
adaptation can negatively impact the ability to cope and live with an ostomy (Daniel et al., 
2020). Patient and caregiver unfamiliarity surrounding ostomies and surgery for IBD can be 
improved with thorough and timely education, which suggests the need for an accessible, up-to-
date, and comprehensive patient resource. This prompted the development of a guide specific for 
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pediatric patients with IBD to meet the distinct educational needs of this population and counter 
the challenge of ostomy education.  
Background & Review of the Literature 
Approximately 10% of patients with Crohn’s disease will eventually need a permanent 
stoma during their lifetime, and 10-30% of patients with ulcerative colitis will receive a 
colectomy resulting in either a temporary or permanent stoma (Abdalla et al., 2016; Cortot et al., 
2011). Patients with IBD who undergo ostomy surgery tend to face more obstacles pertaining to 
psychosocial adjustment than those typically experienced by individuals with IBD that do not 
have an ostomy (Allan et al., 2008). Prior to surgery, it is beneficial for patients to receive 
quality ostomy education integrated with technical skills, management strategies, and 
psychosocial preparation (David et al., 2018). Studies suggest that patients benefit from 
trustworthy information about life with an ostomy to address everyday living concerns and 
familial worries (David et al., 2018; Danielsen et al., 2013). Patients often express uncertainty 
around bodily control, clothing, self-consciousness, burden of care, returning to activities, 
traveling, school, and peer acceptance (Daniel et al., 2020). The complex nature of the decision-
making process surrounding ostomy surgery can be particularly stressful, and often prompts 
patients to seek detailed and thorough information. Appropriate ostomy education from the care 
team can bring knowledge and hope to patients and their caregivers, while reinforcing the ability 
to live a high quality of life with minimal limitations (Schaffner, 2010). Although ostomy 
education is necessary to adequately prepare and support patients, there is a lack of literature 
surrounding ostomy teaching and resources that is specific to pediatric patients with IBD. 
While ostomy teaching and preparation set the stage for psychosocial adaptation, it is also 
crucial to recognize that pediatric ostomy education differs from adult ostomy education 
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(Schaffner, 2010). Specifically, the recognition of child developmental level, prioritization of 
caregiver engagement, and incorporation of ostomy exposure during teaching are beneficial to 
the pediatric population throughout the surgical experience (Schaffner, 2010). Barriers to optimal 
pediatric ostomy education include limited information on developmentally appropriate topics 
and a lack of standardized approach to psychosocial education (David et al., 2018). Further, the 
absence of ostomy resources specific to pediatric IBD is reflected by research suggesting that 
many of these patients are unfamiliar with ostomies and fear ostomy surgery (Daniel et al., 
2020). As insufficient education places a burden on pediatric patients with ostomies, many often 
resort to independently seeking resources outside of their care team (David et al., 2018). Given 
the deficit of available literature that distinctly targets the population of pediatric patients with 
IBD with an ostomy, it is challenging for patients to obtain appropriate, reliable, and specific 
information to meet their educational needs (Daniel et al., 2020; David et al., 2018). 
Studies reveal that pediatric patients with IBD seek resources and information for a 
variety of reasons, including to reduce anxiety and increase reassurance, to understand their 
situation, and to assist in decision-making prior to surgery (Allison et al., 2013). It appears that 
patients often look to the internet for sources of information, as well as to other individuals with 
IBD that have had prior surgical experiences (Allison et al., 2013). Presently, there is a lack of 
existing resources that are uniquely developed for patients with IBD to comprehensively cover 
the broad-spectrum of ostomy topics, including, but not limited to, pre-operative decision 
making, post-operative recovery, ostomy management, nutrition, psychosocial considerations, 
and day-to-day living with an ostomy and IBD. Hence, to combat the challenge of ostomy 
education for pediatric patients with IBD, the creation of developmentally appropriate and 
targeted patient resources is necessary. It is also critical that health care professionals be aware of 
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available resources to provide their patients with the most accurate and helpful information to 
meet their specific needs (Allison et al., 2013). The underrepresentation of IBD in the ostomy 
literature strongly suggests the present shortcomings of education, indicating the potential to 
positively impact the learning, coping, and quality of life of patients with IBD through an 
accessible and all-encompassing ostomy education guide. 
Methods 
Developing the Guide 
Identification of Relevant Topics 
The ostomy education guide was developed over a time frame of six months following 
the selection, organization, and construction of distinct topics surrounding ostomies, IBD, and 
the pediatric population. Topics for the guide were narrowed and prioritized based upon a 
literature review, which uncovered lacking educational areas in existing patient resources. Online 
web pages and professional organizations centered around ostomies and IBD were also explored 
to identify both abundant and inadequate topics in current resources available to the public. 
These searches revealed the need for a comprehensive collection of topics to be included in the 
guide, ranging from information prior to and succeeding ostomy surgery, to target the most 
common concerns, questions, and educational needs of patients. Resulting areas of education 
reflected in the inclusive topic list spanned surgical decision making, surgical expectations, 
surgical recovery, nutritional needs, psychological impacts, and daily life with an ostomy, 
amongst others. This all-encompassing approach led to the creation of a concise topic outline, 
which served as the foundation for the development of the guide. The final topic arrangement 
was determined after consultation with three IBD surgery providers at the University of Chicago 
Medical Center, and a psychologist at Nationwide Children’s Hospital. Each reviewer is 
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presently specialized in either pediatric or adult IBD surgery, ostomy care, GI psychology, or 
IBD. Reviewers approved the outline and provided suggestions for additional relevant topics to 
be included based upon professional expertise. As an author of the ostomy education guide, three 
years of personal experience with an ostomy from the perspective of a pediatric patient with IBD 
was also reflected in the chosen topics. The outline was finalized upon consideration of all 
feedback and was utilized as the starting point for project progression.  
Guide Production 
The outline evolved into a full draft as the chronological order of topics were taken into 
consideration. Topics were arranged according to the most appropriate sequence of patient 
education needs during the pre- and post-operative time periods, followed by return home to 
daily life. Literature and existing patient resources were continuously considered as chapters of 
information were created to provide clear, concise, and accurate knowledge within each topic’s 
section. Electronic literature sources were found utilizing PubMed and CINAHL, while 
professional organizations referenced included Crohn’s & Colitis Foundation, United Ostomy 
Associations of America (UOAA), Wound, Ostomy, and Continence Nurse Society (WOCN), 
American College of Surgeons (ACS), and ImproveCareNow (ICN). The original topic list 
transformed into an electronic draft in editable format for the ease of both authors and reviewers. 
Multiple rounds of edits were specifically conducted to take literacy level into account and 
ensure that 6th/7th grade reading level was maintained throughout. After completion of the full 
draft, a design team was formed to arrange the guide in a visually appealing and understandable 
sequence with the addition of images and graphic features. Changes consisted of fonts, 
background color, headings, subheadings, spacing, and distribution of information on each page. 
Patient and family perspective was acknowledged and represented with the contribution of a 
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pediatric IBD parent-advocate as a design team member. The guide was designed according to a 
combination of recommendations reflecting visual manipulations predicted to be the most 
appropriate, engaging, and attractive for pediatric patient and caregiver readers. The design 
process required multiple rounds of graphic editing and produced a final version of the guide in 
pdf format. Upon completion of all changes, the ostomy education guide was sent to the UNC 
Hospital Education Committee for further review and approval. 
Improvement Efforts 
Provider Evaluation  
To obtain further expert approval and suggestions for the guide, a provider focus group 
was held with members of the UNC Pediatric Gastroenterology Department clinician team. 
Participants included four pediatric gastroenterologists with specialty experience in the pediatric 
IBD population. The ostomy education guide was sent to providers two weeks prior to the focus 
group for individual review and editing. Clinicians viewed a version of the guide preceding 
design efforts to gain feedback solely on the written information within the guide. The forty-
minute focus group was organized virtually via the Zoom platform and facilitated by authors of 
the guide. Following a general project introduction, three individual questions were asked to the 
providers present. These included “what did you like about the guide?”, “what did you not like 
about the guide?”, and “do you feel that the guide is understandable?”. Providers responded to 
these prompts with suggestions and thoughts regarding readability, reader engagement, and 
general flow. Multiple participants expressed appreciation for the practical information provided 
that is often forgotten or overlooked during patient education, as well as the ability of the guide 
to be a resource for providers, not only patients, to become more familiar with ostomies in the 
pediatric IBD population. Improvement recommendations included changes to shorten the 
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specific pages reflecting general IBD information, adding diagrams to supplement ileostomy and 
colostomy descriptions, and altering spacing or format to reduce word count and paragraphs on 
each page. Providers shared a common interest of increasing the appealability of the guide for 
patient readers by utilizing interactive mechanisms such as check lists, bulleted suggestions, or 
links to webpages to break apart the information in an engaging manner. The provider focus 
group resulted in consensus of confirmation that all information within the guide was fully 
approved by all provider participants.  
Patient Evaluation 
In effort to gain patient perspective on the guide, two patients associated with the UNC 
Pediatric Gastroenterology Department were recruited to participate in a patient focus group. 
Participants each had a history of IBD and either currently had, or previously had, an ostomy. A 
version of the ostomy education guide, prior to design efforts, was sent to the patients three 
weeks before the focus group for individual review and editing to determine feedback solely on 
the written information. The focus group took place virtually via the Zoom platform over the 
course of one hour and was facilitated by authors of the guide. Patient participants were asked a 
total of four questions following introduction to the purpose of the meeting and general overview 
of the guide. Questions included, “what are the top three things that you wish you had known 
prior to getting an ostomy, and are they included in the guide?”, “what did you like about the 
guide?”, “what did you not like about the guide?”, and “do you feel that the guide is 
understandable?”. The patients responded to these prompts with positive feedback regarding the 
topics and material selected for the guide, suggestions for the incorporation of information 
surrounding pregnancy and fertility with an ostomy, and ideas for additional patient talking 
points during communication with health care team members. Confirmation of readability and 
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agreement of clear organizational structure was provided, while participants expressed their 
general appreciation for the educational intent of the guide. Most importantly, the patients shared 
their personal experiences with and knowledge of ostomies to emphasize the need for this critical 
patient resource to be accessible to the pediatric IBD population to improve education and 
support before, during, and after ostomy-related surgery.   
Additional Evaluators 
To supplement provider and patient focus group feedback, additional individuals 
associated with the UNC Pediatric Inflammatory Bowel Disease practice were asked to review 
the guide separately. These individuals included a pediatric dietitian specialized in 
gastroenterology, a pediatric surgeon with expertise in surgeries for IBD, and a patient with IBD 
without ostomy experience. Further, the guide was again shared with original contributors at the 
University of Chicago Medical Center and Nationwide Children’s Hospital for follow-up review. 
Feedback and suggestions were received specific to the nutrition section to better reflect the 
dietary needs of pediatric patients with IBD and an ostomy. Terms, descriptions, and 
expectations related to surgery were also clarified through further recommendations for surgical 
education. The added review of a patient with no prior ostomy exposure provided minor wording 
revisions and positive feedback regarding the potential success of the guide from a new patient 
viewpoint. Successful evaluation and improvement were made possible overall through the 
utilization of many interdisciplinary team members with a diverse range of expertise and 
experience, allowing for the consideration of numerous perspectives in the finalization of the 
ostomy education guide.   
Results 
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The incorporation of feedback from both the provider and patient focus groups, as well as 
additional evaluators, resulted in the finalization of a comprehensive ostomy education guide in 
pdf format. Final chapter topics included living with inflammatory bowel disease, surgery for 
inflammatory bowel disease, ostomies, preparing for an ostomy and recovery from surgery, 
caring for an ostomy and stoma, preventing ostomy complications, living with an ostomy and 
IBD, nutrition for patients with IBD and an ostomy, social and psychological impacts of an 
ostomy, and reversal surgery. The guide begins with a welcome page and is concluded with a 
glossary, notes section, and patient resource list prior to references. Each chapter provides 
concise education on the designated topic and is supplemented by images or resources 
throughout. The guide will be electronically accessible online to the public for printing or 
downloading. Providers in the UNC Pediatric Gastroenterology Department will be notified of 
its publication and encouraged to refer present and future patients with IBD and ostomy 
education needs to the guide. 
Discussion 
The collaborative efforts of a collection of perspectives driven by personal and 
professional experience allowed for the development of an all-encompassing guide aimed to 
meet the unique educational needs of pediatric patients with IBD who face the potential for 
ostomy surgery or presently have an ostomy. To combat the knowledge gap for ostomy 
education specific to this underrepresented population, the ostomy education guide functions as a 
one-stop-shop for pediatric patients and caregivers to reference for concise, reliable, and 
understandable information. The guide has potential to be utilized by patients prior to surgery, 
following surgery, and after return to daily life. Providers may refer patients to the guide 
throughout the surgical experience, including during the surgical decision-making process. The 
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guide is intended to positively change the experience of the pediatric patient with IBD during 
their consideration of and journey through ostomy surgery by providing an appropriate source of 
patient education that also targets all psychosocial considerations related to an ostomy, which are 
commonly absent from existing patient resources. Patients can benefit from the specific 
information provided that is targeted towards the pediatric IBD population, rather than general 
ostomy information that is more abundantly found elsewhere. 
Although the ostomy education guide primarily serves as a patient resource, 
gastroenterology providers can also utilize the resource to build upon their own professional 
knowledge of ostomies and ostomy surgery from the patient perspective. Similarly, other 
members across the interprofessional care team spectrum may utilize the guide’s comprehensive 
information to become better informed and more confidently understand the experiences of their 
pediatric patients with IBD surgery and an ostomy. The chapters present in the guide can direct 
providers in their own patient education processes through recognition of important topics, 
common questions and concerns, and prompts for open discussion with patients. Critical 
teaching points surrounding daily living with an ostomy and IBD are noted in the guide through 
the inclusion of topics such as clothing, exercise, school, and travel. While these educational 
points are rarely found in existing ostomy resources due to specificity to pediatric patients with 
IBD, they provide direction for providers to expand the content of patient education and 
consequently increase quality. Likewise, the topics indicate valuable dialogue to include during 
provider education with patients considering ostomy surgery and may be beneficial to the 
patient’s future success with managing their ostomy. Providers who utilize the guide to 
supplement patient education may find that its comprehensive nature serves as a reminder of 
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ostomy topics that most interest pediatric patients and caregivers, and resultingly benefit the 
education and preparation of the individual patient.  
Current approaches to patient education during health care team interaction may be 
impacted by the guide’s publishment and accessibility. While routine education surrounding 
ostomy surgery for pediatric patients with IBD is often brief and solely focused upon the 
management of an ostomy with technical skills, the ostomy education guide will act to address 
concerns of daily living that are commonly left out of education. The guide is tailored to answer 
the challenging questions and concerns of patients and caregivers that frequently go unanswered 
or are only answered by subsequent first-hand experience. By acting to appropriately support 
psychosocial adaptation, patients may transition to living with a new ostomy more easily and 
confidently by reviewing the guide prior to surgery.  
It is evident that existing resources for ostomies that have been accessible to patients 
prior to the development of the ostomy education guide inadequately meet the specific 
educational needs of pediatric patients with IBD, pertaining to both their chronic gastrointestinal 
disease and ostomy. By challenging current ostomy education norms with a comprehensive 
range of ostomy and IBD topics, the guide allows patients to become more skillfully equipped 
and psychologically prepared for an ostomy. To provide the most up-to-date and appropriate 
ostomy education, the creation of the guide was made possible by the valuable viewpoints of a 
combination of interprofessional team members, patients, and a caregiver with diverse expertise 
in pediatric IBD and ostomies. While intended to strategically improve ostomy education, it is 
hoped that the ostomy education guide will be successful in better supporting pediatric patients 
with IBD and their caregivers overall throughout the ostomy experience. 
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